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Abstract 
Background: Peer support is an established component of recovery from bipolar 
disorder, and online support groups may offer opportunities to expand the use of peer 
support at the patient's convenience.  Prior research in bipolar disorder has reported 
value from online support groups. 
Aims: To understand the use of online support groups by patients with bipolar disorder 
as part of a larger project about information seeking. 
Methods: The results are based on a one-time, paper-based anonymous survey about 
information seeking by patients with bipolar disorder, which was translated into 12 
languages. The survey was completed between March 2014 and January 2016 and 
included questions on the use of online support groups.  All patients were diagnosed by 
a psychiatrist.  Analysis included descriptive statistics and general estimating equations 
to account for correlated data. 
Results and conclusions:  The survey was completed by 1222 patients in 17 countries.  
The patients used the Internet at a percentage similar to the general public.  Of the 
Internet users who looked online for information about bipolar disorder, only 21.0% read 
or participated in support groups, chats or forums for bipolar disorder (12.8% of the total 
sample).  Given the benefits reported in prior research, clarification of the role of online 
support groups in bipolar disorder is needed.  With only a minority of patients using 
online support groups, there are analytical challenges for future studies.   
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Background and aim 
Peer support groups are a key component for recovery from mental illness providing 
supportive relationships, encouragement, a sense of belonging to a community, and 
recognition of experiential expertise (1).  The Internet offers the potential to greatly 
expand the self-help movement with online support groups, including for patients with 
bipolar disorder.  Online support groups allow participation on the patient's schedule 
from any location with Internet access, can draw members from a wide audience, and 
may be preferable to face-to-face groups for those who are socially fearful (2, 3).  
Online support groups may also increase the participation of those living in rural or 
sparsely populated areas (4).  Patients may be particularly interested in online support 
groups if they are concerned about stigma, or about what behavior is "normal" in the 
context of a mental illness (5,6). There is still considerable stigma associated with 
mental illness, including from the general public, healthcare providers and social service 
workers (7-9).  With the increasing importance of the Internet in the long-term care of 
bipolar disorder, patient online information seeking activities need to be understood, 
including participation in support groups. 
 
To clarify online information seeking by patients with bipolar disorder, 1222 patients in 
17 countries were surveyed.  As reported previously, the patients used the Internet at a 
percentage similar to that of the general public (10).  The Internet users who looked 
online for information about bipolar disorder also consulted a physician, and most 
sought traditional sources such as books, handouts and other patients with bipolar 
disorder (10).  The main reasons patients looked online were to obtain information 
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about drug side effects, to learn anonymously, and for help coping (11).  The current 
analysis will focus on the important question of whether the patients participated in 
online support groups, chats or forums. 
 
Methods 
The treating psychiatrist provided the diagnosis, age of onset, and years of education.  
All other data came from an anonymous, one-time, 39-question survey completed by 
the patient that took about 20 minutes to finish.  All participants were outpatients.  All 
were recruited locally by their psychiatrist, with no online recruitment, and no incentives 
to participate.   The clinical settings included private practice, community mental health 
centers, and university clinics.  To maximize participation and minimize bias, the survey 
was paper-based and translated into the local language.  The use of paper-based 
surveys allowed those without Internet knowledge to participate.  The survey topics 
included questions about demographics, living with bipolar disorder, Internet use, online 
information seeking, as well as participation in online support groups.  The clarity of the 
survey questions was validated during a pilot phase in Dresden.  The study was 
approved by institutional review boards according to local requirements. 
 
The survey was completed between March 2014 and January 2016 by 1222 patients 
with a diagnosis of bipolar disorder who resided in 17 countries.  The survey was 
translated into 12 local languages: Chinese, Danish, Finnish, French, German, Hebrew, 
Italian, Japanese, Polish, Portuguese, Spanish, and English (versions for US/Canada, 
UK and Australia). The 1222 surveys were received from:  Australia (N=22), Brazil 
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(N=100), Canada (N=109), Denmark (N=209), Finland (N=16), France (N=50), 
Germany (N=82), Hong Kong (N=91), India (N=30), Israel (N=46), Italy (N=80), Japan 
(N=35), Malaysia (N=25), Poland (N=125), Spain (N=82), UK (N=50), and the US 
(N=70).    
 
Duplicate data entry was completed for quality control with the paper-based surveys.  
Automated logic checking of numeric fields was implemented as appropriate.  An 
explanatory model to estimate participation in online support groups was created using 
the generalized estimating equation (GEE) statistical technique due to imbalances in the 
number of responses from collection sites, and correlation in survey responses within 
collection sites.  The GEE estimates provided the reported odds ratio and confidence 
intervals for the model.  The variables that were significant at the 0.05 level in univariate 
analyses were included in the multivariate model estimates.  Descriptive statistics were 
calculated for demographic variables using mean values and standard deviations. 
SPSS version 23.0 was used for all analyses.  More details about the project 
methodology were published previously (10, 11), and the complete survey can be 
obtained at: 
https://journalbipolardisorders.springeropen.com/articles/10.1186/s40345-016-0058-0 
 
Results 
Of the total sample of 1222 patients, 81% were Internet users (976 of 1212 valid 
responses) (11).  Of the Internet users, 77% used the Internet to look up information on 
bipolar disorder (750 of 972 valid responses).  The 750 patients who looked up 
10 
 
information on bipolar disorder online were 62.2% female, age 41.1 ± 12.5 years, had 
14.4 ± 3.0 years of education, had 15.6 ± 11.6 years of illness, and 53.6% worked full 
time (11).  Of the 750 patients, 59.7% had a diagnosis of bipolar I disorder, 34.7% of 
bipolar II disorder and 5.6% of bipolar disorder not otherwise specified.   
 
The survey contained the question "Do you read or participate in online patient support 
groups, chats or forums for bipolar disorder?"  Of the 750 patients who looked up 
information on bipolar disorder online, 21.0% (157 of 746 valid responses) answered 
yes.  The 157 yes responses are 16.1% of the 976 Internet users, and 12.8% of the 
total sample of 1222.  
 
In the univariate analyses, most patient demographic variables were not significantly 
associated with using online support groups including age (p=0.332), gender (p=0.733), 
years of illness (p=0.569), living alone (p=0.393), living in an urban area (p=0.654), and 
working fulltime (p=0.117).  To explain if patients read or participate in online support 
groups, the estimated coefficients from the best fitting multivariate model suggest that 
having attended patient support groups or received group or individual therapy will 
increase the odds by 104%, searching online for information on bipolar disorder monthly 
or more frequently will increase the odds by 125%, and having a specific mental health 
site as a favorite source of information will increase the odds by 93%.  If patients did 
none of these, the estimated intercept suggests that the odds that patients will 
read or participate in online support groups are small.  See Table 1. 
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The survey also contained four questions about the online support group experience.  
However, only 157 patients read or participated in online support groups.  Since the 
maximum possible number of valid responses to these questions was only 157 from 
patients in 17 countries, there was not enough data from a statistical perspective to 
report or reach conclusions.   
 
Discussion 
A minority of patients who looked online for information about bipolar disorder read or 
participated in online support groups, chats or forums (21.0%), or 12.8% of the total 
sample.  This finding is consistent with the results of a US national survey of Internet 
users, in which 23% of those living with a chronic condition looked for peer support 
online (12).  In the current study, the odds of reading or participating in online support 
groups were increased if patients had attended any support groups or received 
psychotherapy, or looked online for information about bipolar disorder monthly or more 
often.  In contrast, the majority of patients looked online for information about bipolar 
disorder just a couple times a year (11).  
 
The limitations of the survey methodology may bias the findings.  All data were self-
reported and there was no follow-up discussion of responses.  The convenience sample 
does not reflect the demographic composition of the countries, and the translated 
versions were not checked for construct validity.  People living with bipolar disorder who 
did not seek professional help did not participate.  Patients who were poorly educated, 
had an unstable living situation, or did not understand the local language may also not 
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have participated.  The impact of the clinical setting could not be determined due to the 
large differences in the healthcare systems.   The survey was administered by the 
treating psychiatrist, which may be a source of bias.  No information was collected on 
whether physicians recommended online support groups.  The survey results cannot be 
used to establish causality.   
 
 The finding that only a minority of patients with bipolar disorder read or participated in 
online support groups is important.  In prior research, some patients with bipolar 
disorder and other mental illness report considerable emotional support and value from 
online support groups (2, 3).  However, online support groups may also promote 
unacceptable behaviors (13) and social avoidance (14).  The role of online support 
groups in bipolar disorder, including patient acceptance and participation, and the 
efficacy, needs to be understood in comparison to alternative approaches.  Since only a 
minority of patients use online support groups, future research will require a much larger 
sample, along with study of verified participants.  Another challenge for future research 
is that participation in online communities is skewed, following the "90-9-1 rule" such 
that 90% of participants read but do not create content, 9% rarely create content and 
1% of users create the vast majority of content (15).  This usage pattern was found in 
online support groups for bipolar disorder, depression, problem drinking, panic disorder, 
and smoking cessation (16, 17).  In conclusion, only a minority of patients with bipolar 
disorder read or participate in online support groups.  However, positive patient 
feedback in prior research suggests the need for further study to clarify the role of online 
support groups in the treatment of bipolar disorder. 
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Table 1.  Explanatory model based on responses from the patients who used the Internet to find information on bipolar 
disorder and participated in online support groups (N=750) 
 
 Dependent Variable  Independent Variables 
Question 
Number Question Answer Na Parameter Significance OR 95% CI 
35 Do you read or 
participate in 
online patient 
support groups, 
chats or forums for 
bipolar disorder? 
Yesb 736 Intercept <0.001 0.074 0.051, 0.106 
   Participated in any patient support 
groups or received psychotherapy 
<0.001 2.043 1.392, 2.998 
   Searched the Internet once a month 
or more frequently 
<0.001 2.245 1.580, 3.190 
   Favorite web site: specific sites on 
mental health 
0.006 1.928 1.205, 3.086 
a Missing values not included. 
b 157 yes responses in the 736 responses without missing values. 
 
16 
 
Acknowledgements: 
We thank Kerstin Heyde, Christiane Otto and Katharina Schultheiss for data entry 
support, and Daniela Jany for assisting with manuscript submission. 
 
Conflict of Interest: 
Michael Berk is supported by an NHMRC Senior Principal Research Fellowship 
(1059660), Eduard Vieta received a Grant from Telefonica. RE Nielsen has received 
research grants from H. Lundbeck for clinical trials, received speaking fees from Bristol-
Myers Squibb, Astra Zeneca, Janssen & Cilag, Lundbeck, Servier, Otsuka 
Pharmaceuticals, Eli Lilly and has acted as advisor to Astra Zeneca, Eli Lilly, Lundbeck, 
Otsuka Pharmaceuticals, Takeda and Medivir. 
Jörn Conell, Rita Bauer, Tasha Glenn, Martin Alda, Raffaella Ardau, Bernhard T Baune, 
Yuly Bersudsky, Amy Bilderbeck, Alberto Bocchetta, Letizia Bossini, Angela M Paredes 
Castro, Eric YW Cheung, Caterina Chillotti, Sabine Choppin, Maria Del Zompo, Rodrigo 
Dias, Seetal Dodd, Anne Duffy, Bruno Etain, Andrea Fagiolini, Julie Garnham, John 
Geddes, Jonas Gildebro, Ana Gonzalez-Pinto, Guy M Goodwin, Paul Grof, Hirohiko 
Harima, Stefanie Hassel, Chantal Henry, Diego Hidalgo-Mazzei, Vaisnvy Kapur, Girish 
Kunigiri, Beny Lafer, Chun Lam, Erik R Larsen, Ute Lewitzka, Rasmus W Licht, Anne 
Hvenegaard Lund, Blazej Misiak, Patryk Piotrowski, Scott Monteith, Rodrigo Munoz, 
Takako Nakanotani, Claire O’Donovan, Yasushi Okamura, Yamima Osher, Andreas 
Reif, Philipp Ritter, Janusz K Rybakowski, Kemal Sagduyu, Brett Sawchuk, Elon 
Schwartz, Ângela M Scippa, Claire Slaney, Ahmad H Sulaiman, Kirsi Suominen, 
Aleksandra Suwalska, Peter Tam, Yoshitaka Tatebayashi, Leonardo Tondo, Maj 
17 
 
Vinberg, Biju Viswanath, Julia Volkert, Mark Zetin, Peter C Whybrow and Michael Bauer 
have no conflict of interest to declare. 
